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Retur 3 DIG jantzatión Ex impt Eromi ¿ome Tax 


E yu 


aj W ü L. 8 $ VZ 
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations) 
> Do not enter Soclal Security numbers on this form as it may be made public. 


> Information about Form 990 and its instructions Is at www.irs.gov/form990. 


rom 990 


Department of the Treasury 
Internal Revenue Service 


Open to Public 
Inspection 


A For the 2018 calendar year, or tax year beginning , 2018, and ending ,20 
C Name of organization D Employer identification number 
B motata | HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 
Ka Doing Business As 90-0658125 
m Name change Number and street (or P.O. box if mail is not delivered to street address) Room/suite E Telephone number 


Initial retum 505 EIGHTH AVENUE, SUITE 902 (212) 242-1968 

Terminated City or town, state or province, country, and ZIP or foreign postal cade 

Amended NEW YORK, NY 10018 G Gross receipts $ 4,953,061, 
L| Apejeation |F Name and address of principal officer: LOUISE VETTER H(a) Is this a group return for | X | Yes No 

pending subordinates? 

505 EIGHTH AVENUE, SUITE 902, NEW YORK, NY 10018 H(b) Aro all subordinates iroudea?| | Yes | X] No 

| Tax-exempt status: | x I 501(c)(3) | | 501(c) ( 1 a (insert no.) 4947(a)(1) or | | 527 If "No," attach a list. (see instructions) 
J Website: > WWW.HDSA.ORG H(c) Group exemption number » 9201 


Other > L Year of formation: 


K Form of organization: | X | Corporation Association M State of legal domicile: 


Summary 
1 Briefly describe the organization's mission or most significant activities: HUNTINGTON'S DISEASE SOCIETY OF AMERICA, 


Number of voting members of the governing body (Part VI, line 1a) , ........ 
Number of independent voting members of the governing body (Part VI, line 1b), , , 
Total number of individuals employed in calendar year 2018 (Part V, line 2a), | . 
Total number of volunteers (estimate if necessary) `... 
7a Total unrelated business revenue from Part VIII, column (C), line 12 


Activities & Governance 
@ m bo N 


b Net unrelated business taxable income from Form 990-T, line 34 . wee ee ee ee ee ee ee ee es |7b 0. 
Prior Year Current Year 

8 Contributions and grants (Part Vill, line 1h), ouaaa 3,080,301. 4,451,475. 

9 Program service revenue (Part VIII, line 2g) 0. 0. 


56,471. 
3,136,842. 4,503,927. 


10 Investment income (Part VIII, column (A), lines 3, 4, and 7d), , , . , 
Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9c, 100, and 116)... ........ 
Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12 


Revenue 


13 Grants and similar amounts paid (Part IX, column (A), lines 131... 10,000. 0. 
14 Benefits paid to or for members (Part IX, column (A), line 4), ..... MID Su 0. ` 
415 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10), | ..... 0. . 
š 16a Professional fundraising fees (Part IX, column (A), line 118), , ,... = 0. . 
E b Total fundraising expenses (Part IX, column (D), line 25) P ` FG tene E 
1 [47 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24e) | , 3,348,403. 4,383,830. 
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) , . . ,. var 3,358,403. 4,383,830. 
19 Revenue less expenses. Subtract line 18 from line 12... ....... E ER e -221,561. 120,097. 
5 š Beginning of Current Year End of Year 
$3|20 Total assets (rat eg... edu den one 969,034. 1,072,537. 
35 21 Total liabilities (Part X, line 26), . |, . . VERE Lux ace anis Gg 18,494. 1,900. 
EN 22 Net assets or fund balances. Subtract line 21 from line 20. . . . . . . . . . ....... ñ 950,540. 1,070,637. 


Signature Block 


Under penalties of perjury, | declare that I have examined this retum, including accompanying schedules and statements, and to the best of my knowledge and belief, it is 
true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge. 


Vetter 06/25/2019 
Sign > Signáturg of officer Date 
Here LOUISE VETTER CEO 
Type or print name and title 
Print/Type preparers name Preparer's signature Date check] if PTIN 

Si WILLTAM EPSTEIN 06-26-2019 | settempioyed | P01307171 
econ Firm's name p EISNERAMPER LLP Firm's EIN Ek 13-1639826 

i Firm's address » 750 THIRD AVENUE NEW YORK, NY 10017-2703 Phone no. 212-949-8700 


May the IRS discuss this return with the preparer shown above? (see instructions) . . 


For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2018) 
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HUNT?” “PON'S DISEASE SOCIETY OF AMERICA aous 90-0658125 
Form 990 (2018) Page 2 
| Part I ] Statement of Program Service Accomplishments 
Check if Schedule O contains a response or note to any line in this Part 2... ee sess. Lx] 

1 Briefly describe the organization's mission: 

HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. IS A NATIONAL VOLUNTARY 

HEALTH AND WELFARE ORGANIZATION DEDICATED TO IMPROVING THE LIVES OF 

PEOPLE WITH HUNTINGTON'S DISEASE AND THEIR FAMILIES. 


2 Did the organization undertake any significant program services during the year which were not listed on the 
prior Form 990 or 990-EZ?, eee eet ees | Yes [x] No 
If "Yes," describe these new services on Schedule O. 

3 Did the organization cease conducting, or make significant changes in how it conducts, any program 
SOVET io. is erry cece s resp usc se RE des oue E a KE Eege glama Yes |X] No 
If "Yes," describe these changes on Schedule O. 

4 Describe the organization's program service accomplishments for each of its three largest program services, as measured by 
expenses. Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, 
the total expenses, and revenue, if any, for each program service reported. 


4a (Code: ) (Expenses $ 3,675,152. Including grants of $ ) (Revenue $ ) 
RESEARCH - SUPPLIES RESEARCH AS ADVISED BY ITS SCIENTIFIC ADVISORY 
BOARD. THE RESEARCH PROJECTS ARE INVOLVED IN FINDING CURES AND 
TREATMENTS FOR HUNTINGTON'S DISEASE. 


4b (Code: ) (Expenses $ 331,622. including grants of $ ) (Revenue $ ) 
PATIENT AND FAMILY SERVICES - PROVIDES COUNSELING AND REFERRAL 
SERVICES TO PATIENTS WITH HUNTINGTON'S DISEASE AND THEIR FAMILIES. 


—— TS no  ÑGGBF=+4+4+4+4+4+ + e 322 


4c (Code: ) (Expenses $ 78,043. including grants of $ ) (Revenue $ ) 
CHAPTER DEVELOPMENT - PROVIDES WORKSHOPS, SEMINARS, AND SYMPOSIUMS 
ON HUNTINGTON'S DISEASE THROUGH A NETWORK OF CHAPTER AFFILIATES 
AND BRANCHES THROUGHOUT THE UNITED STATES. 


4d Other program services (Describe in Schedule O.) ATTACHMENT I 
(Expenses $ 103,161. including grants of $ ) (Revenue $ ) 
de Total program service expenses > 4,187,978. 


284020 1.000 Form 990 (2018) 
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s (^ 
Application ur Automatic Extension of Time To File an 
Exempt Organization Return 


>> File a separate application for each return. 
> Goto www.irs.gov/Form8868 for the latest information. 


Form 8868 


(Rev. January 2019) 


OMB No. 1545-1709 


Department of the Treasury 
Internal Revenue Service 


Electronic filing (e-file). You can electronically file Form 8868 to request a 6-month automatic extension of time to file any of the 
forms listed below with the exception of Form 8870, Information Return for Transfers Associated With Certain Personal Benefit 
Contracts, for which an extension request must be sent to the IRS in paper format (see instructions). For more details on the electronic 
filing of this form, visit www.irs.gov/e-file-providers/e-file-for-charities-and-non-profits. 


Automatic 6-Month Extension of Time. Only submit original (no copies needed). 
All corporations required to file an income tax return other than Form 990-T (including 1120-C filers), partnerships, REMICs, and trusts 
must use Form 7004 to request an extension of time to file income tax returns. 


Enter filer's identifylng number, see instructions 
Employer identification number (EIN) or 


Name of exempt organization or other filer, see instructions. 


Type or 
print HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 
me by wa Number, street, and room or suite no. If a P.O. box, see instructions. Social security number (SSN) 

jat 
fling your, [505 EIGHTH AVENUE, SUITE 902 
raun oe City, town or post office, state, and ZIP code. For a foreign address, see instructions. 
"mr | NEW YORK, NY 10018 
Enter the Return Code for the return that this application is for (file a separate application for each return)... =. «++» vase Lo]1] 
Application Return | Application Return 
Is For Is For Code 
Form 990 or Form 990-EZ Form 990-T (corporation) | 07 
Form 990-BL Form 1041-A 08 


Form 4720 (other than individual 


| o [Forms227  — | 

| 05 [|Fomeoco ` ^ | | | 
Form 990-T (trust other than above | 06 [Formes7o  — — 1 1| 
LOUISE VETTER 


e The books are in the care of > 505 EIGHTH AVENUE, SUITE 902 NEW YORK NY 10018 


Form 4720 (individual 
Form 990-PF 


Telephone No. > 212 242-1968 FaxNo. p- 212 239-3430 
e If the organization does not have an office or place of business in the United States, check this be... » O 


for the whole group, check this box . ,.... > LJ . If it is for part of the group, check thisbox....... » [x] and attach 
a list with the names and EINs of all members the extension [s for. ATTACHMENT 1 
1 | request an automatic 6-month extension of time until 11/15 ,2019 ,tofile the exempt organization return 
for the organization named above. The extension is for the organization's return for: 


>| X] calendar year20 18 or 
> tax year beginning , 20 , and ending , 20 


2 Ifthe tax year entered in line 1 is for less than 12 months, check reason: C] Initial return L1 Final return 
Change in accounting period 
3a if this application is for Forms 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any 


nonrefundable credits. See instructions. 3a $ 0. 
b If this application is for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and 
estimated tax payments made. Include any prior year overpayment allowed as a credit. 0. 


c Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required, by using EFTPS 
(Electronic Federal Tax Payment System). See instructions. 
Caution: If you are going to make an electronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EO and Form 8879-EO for payment 
instructions. 
For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev. 1-2019) 


JSA 
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HUNTINGTON'S DISEASE SOCIF ` OF AMERICA GROUP 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
PO BOX 14 

CHELMSFORD, MA 01824-1111 
13-6271779 


HUNTINGTONS DISEASE SOCIETY OF AMER 
16 BEECH STREET 

STANHOPE, NJ 07874-1111 

22-2768729 

2 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1400 LAURD AVENUE 

MINNEAPOLIS, MN 55403 

41-1794522 

3 


HUNTINGTONS DISEASE SOCIETY OF AMER 
4015 1ST AVE 

SACRAMENTO, CA 95817 

22-2942362 

4 


HUNTINGTONS DISEASE SOCIETY OF AMER 
6545 W 44TH AVE STE 1 

WHEAT RIDGE, CO 80033 

22-2942365 

5. 


HUNTINGTONS DISEASE SOCIETY OF AMER 
13410 CRICKET HL 

POWAY, CA 92064 

22-2942363 

6 


HUNTINGTONS DISEASE SOCIETY OF AMER 
75 BIRCH DR 

SANDIWCH, IL 60548 

22-2942571 

7 
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90-0658125 


ATTACHMENT 1 


ATTACHMENT 1 
305881 GROUP 


HUNTINGTON'S DISEASE SOCIR 7” OF AMERICA GROUP 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1350 EUCLID AVE STE 1400 

CLEVELAND, OH 44115 

22-2942576 

8 


HUNTINGTONS DISEASE SOCIETY OF AMER 
3537 EPLEY LN 

CINCINNATI, OH 45247 

22-2942577 

9 


HUNTINGTONS DISEASE SOCIETY OF AMER 
7 HARBOUR WAY 

ROCHESTER, NY 14624 

22-2942578 

10 


HUNTINGTONS DISEASE SOCIETY OF AMER 
267 CASCADE ROAD 

PITTSBURGH, PA 15221 

22-2942583 

11 


HUNTINGTONS DISEASE SOCIETY OF AMER 
2509 S. JEFFERSON AVENUE 

SIOUX FALLS, SD 57105 

22-2942586 

12 


HUNTINGTONS DISEASE SOCIETY OF AMER 
17406 REDHAWK DRIVE 

ARLINGTON, WA 98223 

22-2942587 

13 


HUNTINGTONS DISEASE SOCIETY OF AMER 
2041 N 107TH ST 

WAUWATOSA, WI 53226 

22-2942589 

14 
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90-0658125 


ATTACHMENT 1 (CONT'D) 


ATTACHMENT 1 
305881 GROUP 


HUNTINGTON'S DISEASE SOCIE ” OF AMERICA GROUP 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
3755 MORROW DR 

BENSALEM, PA 19020 

23-7131085 

15 


HUNTINGTONS DISEASE SOCIETY OF AMER 
PO BOX 1077 

WESTERVILLE, OH 43086 

31-1196757 

16 


HUNTINGTONS DISEASE SOCIETY OF AMER 
505 8TH AVE 

NEW YORK, NY 10018 

32-0340206 

17 


HUNTINGTONS DISEASE SOCIETY OF AMER 
10361 MORNING SONG DR 

FISHERS, IN 46038 

35-1794294 

18 


HUNTINGTONS DISEASE SOCIETY OF AMER 
634 N. UNDERWOOD STREET 

FALL RIVER, RI 02720-1111 
35-2444409 

19 


HUNTINGTONS DISEASE SOCIETY OF AMER 
2711 PARSONS CT 

MIDLAND, MI 48642 

38-2791385 

20 


HUNTINGTONS DISEASE SOCIETY OF AMER 
7362 UNV AVE NE STE 303 

FRIDLEY, MN 55432 

80-0811030 

21 
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90-0658125 


ATTACHMENT 1 (CONT'D) 


ATTACHMENT 1 
305881 GROUP 


HUNTINGTON'S DISEASE SOCIH”” OF AMERICA GROUP C 90-0658125 


ATTACHMENT 1 (CONT'D) 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1824 G AVE 

ESSEX, IA 51638 

42-1313419 

22 


HUNTINGTONS DISEASE SOCIETY OF AMER 
3286 IVANHOE AVE 

SAINT LOUIS, MO 63139 

43-1430961 

23 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1160 FIRST ST NE PH 25 

WASHINGTON, DC 20002 

54-1440380 

24 


HUNTINGTONS DISEASE SOCIETY OF AMER 
104 LONG SHOALS CIR 

EATONTON, GA 31024 

58-1717828 

25 


HUNTINGTONS DISEASE SOCIETY OF AMER 
982 EASTERN PKY 

LOUISVILLE, KY 40217 

61-1201049 

26 


HUNTINGTONS DISEASE SOCIETY OF AMER 
13644 SW 92ND CT 

MIAMI, FL 33176 

65-0283858 

27 


HUNTINGTONS DISEASE SOCIETY OF AMER 
9511 HORSESHOE RD 

OKLAHOMA CITY, OH 73162 

73-1422143 

28 


ATTACHMENT 1 
7359BM L161 5/13/2019 10:01:30 AM V 18-4.5F 305881 GROUP 


HUNTINGTON'S DISEASE SOCIE"' OF AMERICA GROUP CC 90-0658125 


ATTACHMENT 1 (CONT'D) 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1756 BELLE CT 

MILLERSVILLE, MD 21108 

52-1506356 

29 


HUNTINGTONS DISEASE SOCIETY OF AMER 
6907 W. ABRAHAM 

GLENDALE, AZ 85308 

22-2942358 

3 


HUNTINGTONS DISEASE SOCIETY OF AMER 
5120 WINDSBURY RIDGE RD 

CLEMMONS, NC 27012 

90-0488641 

3 


HUNTINGTONS DISEASE SOCIETY OF AMER 
6852 LAURELTON AVENUE 

GARDEN GROVE, CA 92845 

90-0621390 

32 


HUNTINGTONS DISEASE SOCIETY OF AMER 
9663 SANTA MONICA BLVD STE 537 
BEVERLY HILLS, CA 90210 

95-4107180 

33 


HUNTINGTONS DISEASE SOCIETY OF AMER 
7 WOODLAND DRIVE 

CASTLETON, NY 12033 

35-2577462 

34 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1316 PARKER PLACE 

BRENTWOOD, TN 37027 

32-0532624 

35 


ATTACHMENT 1 
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HUNTINGTON'S DISEASE SOCIN ” OF AMERICA GROUP (C 90-0658125 


ATTACHMENT 1 (CONT'D) 


AFFILIATED ORGANIZATIONS INC 


HUNTINGTONS DISEASE SOCIETY OF AMER 
1259 E RIDGE MEADOW LN #6G 
COTTONWOOD HEIGHTS, UT 84047 
36-4844082 

36 


ATTACHMENT 1 
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HUNTIP "ON'S DISEASE SOCIETY OF AMERICA ‘OUP 90-0658125 


Form 990 (2018) 


| Part IV | Checklist of Required Schedules 


1 


10 


11 


12a 


JSA 
8E1021 1.000 


Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes," 
complete: Schadule Ala caro ee A ads 
Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? ......... 
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to 
candidates for public office? If "Yes," complete Schedule C, Pat)... 
Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) 
election in effect during the tax year? If "Yes," complete Schedule C, Part H... 
Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, 
assessments, or similar amounts as defined in Revenue Procedure 98-19? /f "Yes," complete Schedule C, Part III . 
Did the organization maintain any donor advised funds or any similar funds or accounts for which donors 
have the right to provide advice on the distribution or investment of amounts in such funds or accounts? /f 
"Yes," complete Schedule D, Pablo 
Did the organization receive or hold a conservation easement, including easements to preserve open space, 
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part ll. ......... 
Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," 
complete Schedule D, Part t... sel EN EE NR EEN OCA a w DR CR NN EEN om RERO 
Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a 
custodian for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or 
debt negotiation services? If "Yes," complete Schedule D, Gang... 
Did the organization, directly or through a related organization, hold assets in temporarily restricted 
endowments, permanent endowments, or quasi-endowments? If "Yes," complete Schedule D, Part V. ....... 
If the organization's answer to any of the following questions is "Yes," then complete Schedule D, Parts VI, 
VII, VIII, IX, or X as applicable. 

Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," 
complete Schedule D, Part VI ......... OPE FE EN "ERES EFE rure ae 
Did the organization report an amount for investments-other securities in Part X, line 12 that is 5% o1 or more 
of its total assets reported in Part X, line 16? If "Yes," complete Schedule D, Part vi... SEEI 
Did the organization report an amount for investments-program related in Part X, line 13 that is 5% or more 
of its total assets reported in Part X, line 16? If "Yes," complete Schedule D, Part Vill... . . ERA Qa ie 
Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets 
reported in Part X, line 16? /f "Yes," complete Schedule D, Part IX. ....... EH RECS 
Did the organization report an amount for other liabilities in Part X, line 25? If "Yes," complete Schedule D PartX ....... 
Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses 
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X . . . . .. 
Did the organization obtain separate, independent audited financial statements for the tax year? if "Yes," complete 
Schedule D Parts emt Xl... ii EEN RUN de INL NNN MN EN ae x AR RUNI TR IRR 
Was the organization included in consolidated, independent audited financial statements for the tax year? /f 
"Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts XI and XII is optional , 
B the organization a School described in section 170(b)(1XAXi)? /f "Yes, å complete ScheduleE. .......... 


Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, 
fundraising, business, investment, and program service activitles outside the United States, or aggregate 
foreign investments valued at $100,000 or more? If "Yes," complete Schedule E Parts land IN... aa aa aa 
Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or 
for any foreign organization? If "Yes," complete Schedule F, Parts land V |... ................... 
Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other 
assistance to or for foreign individuals? If "Yes," complete Schedule F, Parts land V . 0... cee ce ee ew 
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on 
Part IX, column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part! (see instructions). ............ 
Did the organization report more than $15,000 total of fundraising event gross income and contributions on 
Part VIII, lines 1c and 8a? If "Yes," complete Schedule G, Part ll aa Losses 
Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? 
if "Yes," complete Schedule G, Part Ill 


Did the organization report more than $5,000 of grants or other assistance to any domestic organization or 
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule I, Partsfandil.......... 
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Page 3 
EN Yes | No 
[11 X 
2 X 
3 X 
4 x 
5 x 
6 x 
7 x 
L s| |X 
9 x 


tia] X 
11b x 
116 X 
11d x 
11e X 
11f| X 
12a| X 
12b X 
13 X 
14a| |X 
x 


17 


19 
20a 
20b 


Fom 990 (2018) 
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Form 990 (2018) 


| Part IV | Checklist of Required Schedules (continued) 


22 


23 


24a 


26 


27 


28 


37 


38 


ta 
b 


JSA 
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Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on 
Part IX, column (A), line 2? If "Yes," complete Schedule I, Parts land Im... 
Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5 about compensation of the 
organization's current and former officers, directors, trustees, key employees, and highest compensated 
employees? /f "Yes," complete Scheduled `... J c.c ssec asss Rh 
Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than 
$100,000 as of the last day of the year, that was issued after December 31, 20027 If "Yes," answer lines 24b 


through 24d and complete Schedule K. If "No," go to line 25a__............................ 
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . . .... 
Did the organization maintain an escrow account other than a refunding escrow at any time during the year 
to defease any tax-exempt bonds? `... 
Did the organization act as an "on behalf of” issuer for bonds outstanding at any time during the year?. . . . . . . 
Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an excess benefit 
transaction with a disqualified person during the year? If "Yes," complete Schedule L, Partl. ............ 


Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior 
year, and that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? 
If "Yes," complete Schedule L, Part I, .. av va ve a a a. rv arr s 
Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any 
current or former officers, directors, trustees, key employees, highest compensated employees, or 
disqualified persons? If “Yes,” complete Schedule L, Part il, i... Lese Ae 
Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, 
substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled 
entity or family member of any of these persons? If "Yes," complete Schedule L, Pat... . 
Was the organization a party to a business transaction with one of the following parties (see Schedule L, 
Part IV instructions for applicable filing thresholds, conditions, and exceptions): 

A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV... «aai. 
A family member of a current or former officer, director, trustee, or key employee? If "Yes" complete 
Schedule L, Part IV. ........... Eee er Per Sars é Hd adr t Sot aor eh we ira 
An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) 
was an officer, director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Pat IV ......... 
Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M . . . . 
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified 


Page 4 
Yes | No 
22 X 
23 | X 
24a x 
[24b] | - 
24c 
24d 
pasa] | X. 
sb |X 
26 X 


conservation contributions? If "Yes," complete Schedule M ...... an sf EE A iaa [30] |X 
Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes," complete Schedule N, Part I | 33 | | X 
Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? /f "Yes," 
Val eege, AE 3 2s a a ea ARIAS ARA EN ROC RO X |32] |X 
Did the organization own 100% of an entity disregarded as separate from the organization under Regulations 
sections 301.7701-2 and 301.7701-3? If "Yes," complete Schedule R, Patt... 33 X 
Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part II, Ill, 
or IV;.and.Part Vlha Ti oic ri ig, AE NN dak: E er ra E XU IR NE [34 | X 
Did the organization have a controlled entity within the meaning of section 512(b)(13)? .............. 35a X 
If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a 
controlled entity within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line 2, ..... | 35b | 
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable 
related organization? If "Yes," complete Schedule R, Part V, line 2 .... ...................... [36 | LX 
Did the organization conduct more than 5% of its activities through an entity that is not a related organization 
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, Part VI... . | 37 X 
Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 
19? Note. All Form 990 filers are required to complete Schedule O. 38 X 

Statements Regarding Other IRS Filings and Tax Compliance 

Check if Schedule O contains a response or note to any line in this PartV.............. EE Lx. 

Yes | No 

Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable ......... 1a 
Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable. ....... | 15 | 0. 


c Did the organization comply with backup withholding rules for reportable payments to vendors and 
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| Part V | Statements Regarding Other IRS Filings and Tax Compliance (contínued) = 


2a 


Page 5 


Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax 
Statements, filed for the calendar year ending with or within the year covered by this return. . | 2a 41 
If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) 


If "Yes," has it filed a Form 990-T for this year? /f "No" to line 3b, provide an explanation in Schedule O 
At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, 
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? . . 
If "Yes," enter the name of the foreign country: P> 
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR). 


Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 


If "Yes" to line 5a or 5b, did the organization file Form 8886-T? ... 2... eee eee ................ 


Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization 


solicit any contributions that were not tax deductible as charitable contributions? . ...........oooooo. | Sa | 


If "Yes," did the organization include with every solicitation an express statement that such contributions or 
gifts were not tax deductible? . . zi cca eae a a AIR ede te bob NEEN elena: vos si elena’ 
Organizations that may receive deductible contributions under section 170(c). 

Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods 


If "Yes," did the organization notify the donor of the value of the goods or services provided? . .......... 


c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was 


o ne o 


12a 


14a 


16 


JSA 


required to file Form 8282? e it á 
If "Yes," indicate the number of Forms 8282 filed during the year . . « . . . .. win fia 6 8 da 
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . . . . 
If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? 
If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?. . 
Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the 


sponsoring organization have excess business holdings at any time during the year?. ............ pages 
Sponsoring organizations maintaining donor advised funds. 

Did the sponsoring organization make any taxable distributions under section 4966? ................ 
Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?..... « EE 


Section 501(c)(7) organizations. Enter: 


Initiation fees and capital contributions included on Part VIII, line 12 .............. 10a 
Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities . . . . En 


Section 501(c)(12) organizations. Enter: 

Gross income from members or shareholders. ....... ...... .. .. r. sr. roo 11a 

Gross income from other sources (Do not net amounts due or paid to other sources m 

against amounts due or received from them.) . |... ee tee ooo... 

Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? 
If "Yes," enter the amount of tax-exempt interest received or accrued during the year ..... 12b 

Section 501(c)(29) qualified nonprofit health insurance issuers. 


Note. See the instructions for additional information the organization must report on Schedule O. 
Enter the amount of reserves the organization is required to maintain by the states in which 
the organization is licensed to issue qualified health plans 


| 13b f 
Enter the amount of reserves on had... 13c 


Yes | No 


13a 


Did the organization receive any payments for indoor tanning services during the tax year? . ............. 
If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O + . . . . > 
Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or 
excess parachute payment(s) during the yea”... ccoo 
If "Yes," see instructions and file Form 4720, Schedule N. 

Is the organization an educational institution subject to the section 4968 excise tax on net investment income? 
If "Yes," complete Form 4720, Schedule O. 
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| Part Vi | Governance, Management. and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" 


response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions. 
Check if Schedule O contains a response or note to any line in this Part VI 


Section A. Governing Body and Management 


Yes | No 


da Enter the number of voting members of the governing body at the end of the taxyear ..... 
If there are material differences in voting rights among members of the governing body, or 
if the governing body delegated broad authority to an executive committee or similar 
committee, explain in Schedule O. 


b Enter the number of voting members included in line 1a, above, who are independent... . - 
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with 
any other officer, director, trustee, or key employee?. . « «va vr rn vr ee ee hn 


3 Did the organization delegate control over management duties customarily performed by or under the direct 
supervision of officers, directors, or trustees, or key employees to a management company or other person? . . 

4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed?. . . . . . 
5 Did the organization become aware during the year of a significant diversion of the organization's assets?. . . . 
6 Did the organization have members or stockholders? . 1... ee ee ees 
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint 
one or more members of the governing body? . |... J. ee ees 

b Are any governance decisions of the organization reserved to (or subject to approval by) members, 
stockholders, or persons other than the governing body? «. ax «arva kr eee eee 

8 Did the organization contemporaneously document the meetings held or written actions undertaken during 
the year by the following: 


b Each committee with authority to act on behalf of the governing body? `... 


9 — Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at 
the organization's mailing address? /f "Yes," provide the names and addresses in ScheduleO........... 


Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code. 


10a Did the organization have local chapters, branches, or affiliates? . ............ EE 

b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, 

affiliates, and branches to ensure their operations are consistent with the organization's exempt purposes? . . . 

11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? . 
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. 


12a Did the organization have a written conflict of interest policy? If "No," go to line 13 . . . . . DEENEN 
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give 
rise to conflicts? ........ 2... mm... IA NEDENES EE n" 


c Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," 
describe in Schedule O how this was done 
13 Did the organization have a written whistleblower policy?. . ............ 
14 Did the organization have a written document retention and destruction policy?. ............. ees. 
15 Did the process for determining compensation of the following persons include a review and approval by 
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision? 
a The organization's CEO, Executive Director, or top management official ................ num 
b Other officers or key employees of the organization. . ue eee n 
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions). 
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement 
with ataxable entity duringtheyear?. v ¿uq u a esee tn 
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its 
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the 
organization's exempt status with respect to such arrangements? ................. oo. ..oss 
Section C. Disclosure 
17  Listthe states with which a copy of this Form 990 is required to be filed». ATTACHMENT 2 


18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A if applicable), 990, and 990-T (Section 501(c) 
CH only) available for public inspection. Indicate how you made these available. Check all that apply. 


Own website Another's website Upon request EE Other (explain in Schedule O) 
19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and 
financial statements available to the public during the tax year. 


20 State the name, address, and telephone number of the person who possesses the organization's books and records p+ 
LOUISE VETTER 505 EIGHTH "AVENUE, SUITE 902 NEW YORK, NY 10018 212-242-1968 
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Form 990 (2018) HUNTIY “ON'S DISEASE SOCIETY OF AMERICAS “OUP 90-0658125 Page 7 
| Part Vil | Compensation of Officers, L..ectors, Trustees, Key Employees, Highest Compensated Employees, and 
Independent Contractors 
Check if Schedule O contains a response or note to any line in this Part Vil... ee ee eee 
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees 
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the 
organization's tax year. 


e List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of 
compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid. 

e List all of the organization's current key employees, if any. See instructions for definition of "key employee." 

* List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) 
who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the 
organization and any related organizations. 

* List all of the organization's former officers, key employees, and highest compensated employees who received more than 
$100,000 of reportable compensation from the organization and any related organizations. 

e List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the 
organization, more than $10,000 of reportable compensation from the organization and any related organizations. 


List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest 
compensated employees; and former such persons. 


[=] Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee. 


I" (C) 
(A) (B Position (D) 


(E) €) 
Name and Title Average | (do not check more than one Reportable Reportable Estimated 
hours per | box, unless person is both an compensation compensation from amount of 
week (list any| officer and a director/trustee) from related other 
hours for Po =] = Tal the organizations compensation 
salalelolszlz 
related EEE š HE! €|3 organization (W-2/1099-MISC) from the 
organizations) š å & S å 2 2 S | (W-2/1099-MISC) organization 
below dotted} Š € | 3 $5 3 and related 
line) š El $ organizations 
E 5 
y i 


4)VICTOR SUNG, MD 
CHAIR-ELECT 
2)DANIEL VANDIVORT 
TREASURER 6.00| X x 
(3)EJ GARNER 3.00 
CHAIR 
(4) JENNIFER LEYTON 
SECRETARY 
(5)ARIK JOHNSON, PSYD 
PAST CHAIR 
(6)GERALD A. FRANCESE, ESQ 
TRUSTEE 
(7)DANIEL BRENNAN 
TRUSTEE 
(8) STACY COEN 
TRUSTEE 
(9)KAMRAN ALAM 
TRUSTER 
(10)ARVIND SREEDHARAN 
TRUSTEE THROUGH 11/2018 
(11)BILL KLINE 


TRUSTEE 


(12)JENNE COLER-DARK 


TRUSTEE 


(13)MICHELLE GRAY 
TRUSTEE THROUGH 11/2018 


(14) TERESA SRAJER 


TRUSTEE 


Al w Oy} Lo] Os} GY] OS] ua GO] OY] va CO] DPW] DH] a VI a WI o 
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Form 990 (2018) Page 8 
| Part VI I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued) 
(A) {B) (c) (D) E) F) 
Name and title Average Position Reportable Reportable Estimated 
hoursper | (do not check more than one | compensation | compensation from amount of 
week (list any | box, unless person is both an from related other 
hours for officer and a director/trustee) the organizations compensation 
ma ez z|S ER S | organization — | (W-2/1099-MISC) from the 
organizations 3 å 8 3 ZS $8 (W-2/1 099-MISC) organization 
below dotted | 2 Ç ajs sj” and related 
line) ag g|? 8 organizations 
5 DH 
g 3 
D p 
n 
& 
15) JANG HO CHA,MD, PHD — — ^. 
TRUSTEE THROUGH 11/2018 X 0. 0 0 
16) DONALD HIGGINS, MD — .—— 
TRUSTEE x 0 WÉI 
17) VICKY WHEELOCK, MD — .—— 
TRUSTEE X 0. 0 0 
18) LESLIE M THOMPSON, PHD  — 
TRUSTEE x 0. 0 0 
19) LOUISE VETTER _ | 
CHIEF EXECUTIVE OFFICER x 0. 298,930. 52,436. 
20) STACEY PACHECO ann 
DIRECTOR OF FIN. AS OF 4/2018 A] 0. 87,108. 8,915. 
jr) ¿GEORGE YOHREING oh Ta 
SR. DIR. MISSION & SCI AFFAIRS x 0. 199,592. 11,592. 
22) NANCY, RHODES 2 ee 
DIRECTOR OF FIELD DEV & OPER. x 148,950. 31,364. 
. 23) DEBRA LOVECKY men 
DIR OF PROG SERV & ADVOCACY x 0. 142, 536. 21,443. 
24) CHRISTOPHER CONSENTINO ——  — 
DIRECTOR OF MARKETING & COMM. x 0. 117,133. 43,874. 
1b Sub-total, cc ve AEN ED a aytiy > Os 9. de 
€ Total from continuation sheets to Part Vil, Section A .........., el» o. 994,249. 169,624. 
d Total (add lines 1b and 1c)... ........... ooo mos» EE > 0. 994,249. 169,624. 
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of 
reportable compensation from the organization >» 0. 
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated 


employee on line 1a? /f "Yes," complete Schedule J for such individual ++ av sss 
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the 

organization and related organizations greater than $150,000? /f “Yes,” complete Schedule J for such 

Individuals s: ^. 5. ser EE EREM? 
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual 

for services rendered to the organization? If "Yes," complete Schedule J for such person _................ 
Section B. Independent Contractors 


1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of 
compensation from the organization. Report compensation for the calendar year ending with or within the organization's tax 


E x 
= 


(c) 


Compensation 


(A) (B) 
Name and business address Description of services 


2 Total number of independent contractors (including but not limited to those listed above) who received 
more than $100,000 in compensation from the organization » 0. 


Edid 
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Form 990 (2018) HUNTIY "ON'S DISEASE SOCIETY OF AMERICA/ op 90-0658125 Page 9 


| Part vin | Statement of Revenue ` 


Check if Schedule O contains a response or note to any line in this Part VIII... ...... .................. ERES L1 


(A) 
Total revenue 


(B) (c) (D) 
Related or Unrelated Revenue 
exempt business excluded from tax 
function revenue under sections 
revenue 512-514 


Contributions, Gifts, Grants 
and Other Similar Amounts 


Program Service Revenue| 


Other Revenue 


JSA 


la Federated campaigns . ++ . . . += al 63/243 
b Membership dues. . . . . . Jera Tb 
c Fundraising events . . .......|1€ 3,016,161. 
d Related organizations . . . .. . . . | 1d | 
e Government grants (contributions). . | 1e 
f All other contributions, gifts, grants, 

and similar amounts not included above . | 1f. 1,366,071. 


Noncash contributions included in fines 1a-1f, $ . 1 595:734. | 
Total. Add lines 1a-1f . . . . . . , . . ee ee » 
Business Code 


=e 


4,451,475. 


2a 


All other program service revenue . » » .. 
Total. Add lines 2a-2f . . . . . . . , . . ces P. 
3 Investment income (including dividends, interest, 
and other similar amounts). . . . eee eee ee P 


4 Income from investment of tax-exempt bond proceeds . > 
8 Royalties... ..ooo ce eee ee we o... P 
(i) Real (ii) Personal 


ero 0 7 


6a Grossrenis........ 
b Less: rental expenses 
c Rental income or (loss) 
d Net rental income or (loss). ++» . EES e 


7a Gross amount from sales of (ii) Other 


assets other than inventory AR 


b Less: cost or other basis 

and sales expenses . . . . 
c Gain or(loss) « » . + 
d Netgainor(!oss) . +... ......... 
Ba Gross income from fundraising 

events (not including $ ___3- 016, 161. 

of contributions reported on line 1c). 

See Part IV, line 18 . ..... 
b Less: direct expenses . . . .. e. b 449,134. 


a 449,134. 


€ Net income or (loss) from fundraising events . . . . . . > 


9a Gross income from gaming activities. 
See Part IV, line 19 ........... 


b Less: direct expenses . . ......... 


c Net income or (loss) from gaming activities . 


10a Gross sales of inventory, less 
returns and allowances .,....... a 


b Less: cost of goods sold . . . eb 9: 


c Net income or (loss) from sales of inventory, .......P 
Miscellaneous Revenue Business Code 


41a MISCELLANEOUS 900099 52,445. 
b — I 
c 
d All other revenue . . 
e 52,445 


Total. Add lines 11a-11d . . 
12 Total revenue. See instructions. . . . . . . .. REIS 


8E1051 1.000 
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Form 990 (2018) HUNTIN ON'S DISEASE SOCIETY OF AMERICA( UP 90-0658125 Page 10 
z \ —————————— 
Fri Statement of Functional Expé..ses 
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A). 
Check if Schedule O contains a response or note to any line in this Part D... DE 
Do not include amounts reported on lines 6b, 7b, (a) B) ` © (D) 
8b, 9b, and 10b of Part Vill. Total expenses Progra senic Meg en ad en 


1 


7 Other salaries and wages , , 


Grants and other assistance to domestic organizations 
and domestic governments. See Part IV, line 21 . . . . 
Grants and other assistance to domestic 
individuals. See Part IV, line22 . ........ 
Grants and other assistance to foreign 
organizations, foreign governments, and foreign 
individuals. See Part IV, lines 15 and 16... 

Benefits paid to or for members 


Compensation of current officers, directors, 
trustees, and key employees 
Compensation not included above, to disqualified 
persons (as defined under section 4958(f)(1)) and 
persons described in section 4958(c)(3)(B) 


8 Pension plan accruals and contributions (include 


section 401(k) and 403(b) employer contributions) 


9 Other employee benefits ............ 
10 Payrolitaxes. -... ee .... 
11 Fees for services (non-employees): 

a Management `... 
JE ua ioco. x x x RO RR Re yaq e 
ce Accounting... eee ee ee ee 
dLobyng `... 


e Professional fundraising services. See Part IV, line 17, 


f Investment management fees 


9 Other. (If line 11g amount exceeds 10% of line 25, column 


12 
13 
14 
15 
16 
17 
18 


19 
20 
21 
22 
23 
24 


(A) amount, list line 11g expenses on Schedule O). s . s . . 


Advertising and promotion, `... 
Office expenses ............. es 
Information technology. . 2... oo... . 
Royalties... . . err tn n 
Occupancy ,. cane . 
FENG oa Ge ANE SANS 


Payments of travel or entertainment expenses 
for any federal, state, or local public officials 
Conferences, conventions, and meetings , 

Interest ...... ... 
Payments to affiliates, . ........ .... 
Depreciation, depletion, and amortization , 
Insurance 


Other expenses. ltemize expenses not covered 
above (List miscellaneous expenses in line 24e. If 
line 24e amount exceeds 10% of line 25, column 
(A) amount, list line 24e expenses on Schedule O.) 


0. 
o. 
80,539. 68,950. 445. 11,144. 
0. 
0. 
12,321. 12,321. 
0. 
0. 
140,875. 130,472. 10,403. 
0. 
3,183,068. 3,183,068. 
3,199. 2,834. ce 216. 
1,798 1,545 253. 


aPRINTING AND PUBLICATIONS 52,335. 19,379. 957. 31,999. 

bPRIZES, GIFTS & AWARDS 487,926. 476,139. 11,787. 

cPOSTAGE AND SHIPPING 21,747. 10,934. 562. 10,251. 

qSOCIAL WORKERS 278,878] 278,878. 

e All other expenses SGT 3,458. 948. 116,738. 
25 Total functional expenses. Add lines 1 through 24e 4,383,830. 4,187,978. 3,061. 192,791. 
26 Joint costs. Complete this line only if the 


JSA 


organization reported in column (B) joint costs 
from a combined educational campaign and 
fundraising solicitation. Check here p> if 
following SOP 98-2 (ASC 958-720) 
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Form 990 (2018) Page 11 
| Part x | Balance Sheet 
Check if Schedule O contains a response or note to any line in thisPartX .................... LJ 
(A) (B) 
Beginning of year End of year 
1 Cash-non-interest-bearing occ 041 0. 
2 Savings and temporary cash investments 940,093.| 2 1,057,787. 
3 Pledges and grants receivable, net 0. 3 0. 
4 Accounts receivable, net `... 0.1 4 0 
5 Loans and other receivables from current and former officers, directors, 
trustees, key employees, and highest compensated employees. 
Complete Part II of Schedule L `, 
6 Loans and other receivables from other disqualified persons (as d d under section 
4958(f)(1)), persons described in section 4958(c)(3(B), and contributing employers 
and sponsoring organizations of section 501(cX9) voluntary employees" beneficiary 
ñ organizations (see instructions). Complete Part II of Schedule L 
E 7 Notes and loans receivable, net 
&| 8 Inventories forsaleoruse,,... ............ 
9 Prepaid expenses and deferred charges ......... 
10a Land, buildings, and equipment: cost or 
other basis. Complete Part Vi of Schedule D 10a 
b Less: accumulated depreciation. . ........ 10b | 
11 Investments - publicly traded securities `... 
12 Investments - other securities. See Part IV, line 11, ,...... EMEN 
13 Investments - program-related. See Part IV, line 11 ..... Gat arro D . 
14 Intangible assets, oc AASE RE | olx 0. 
15 Other assets.SeePartlIV,ine11................... .. a. Olas 0. 
16 Total assets. Add lines 1 through 15 (must equal line 34) .......... 969,034.| 16 1,072,537. 
17 Accounts payable and accrued expenses... . . VNDE , 9,819.1 17 0. 
18 Grantspayable............. DEE H ess 0418 o. 
19 Deferred revenue ..... EECH EE 8,675.1 19 
20 Tax-exempt bond liabilities ........+.. E E I! 0| 20 | 
21 Escrow or custodial account liability. Complete Part IV of Schedule D `... . 0. 21 | 
g|22 Loans and other payables to current and former officers, directors, : SES 
E trustees, key employees, highest compensated employees, and : 
3 disqualified persons. Complete Part Il of Schedule L, ,..... T oui 0.| 22 
23 Secured mortgages and notes payable to unrelated third parties . ...... 0.| 23 
24 Unsecured notes and loans payable to unrelated third parties. ........ 0.| 24 0 
25 Other liabilities (including federal income tax, payables to related third 
parties, and other liabilities not included on lines 17-24). Complete Part X 
Of Schedule D Gh jur nese sos m hr NN EN KN SE 0.25 0. 
26 Total liabilities. Add lines 17 through 25. . . . .. .......... L =. 
Organizations that follow SFAS 117 (ASC 958), check here > 
$ complete lines 27 through 29, and lines 33 and 34. s: Å 
E|27 Unrestricted net rege... 950, 540, 
8128 Temporarily restricted net assets | , 0. 
129 Permanently restricted net assets 0. 
= Organizations that do not follow SFAS 117 (ASC 958), check here > and 
S complete lines 30 through 34. 
2 30 Capital stock or trust principal, or current funds | .. T... ..... 30 
%| 31 Paid-in or capital surplus, or land, building, or equipment fund `, 31 
< 32 Retained earnings, endowment, accumulated income, or other funds | | |, 32 
2|33 Total net assets or fund balances eee eee 950, 540.| 33 1,070,637. 
34 Total liabilities and net assets/fund balances, . ....... s.s. 34 1,072,537. 
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305881 GROUP 
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Form 990 (2018) 


Shut O] 


SOON DAR ro Ñ — 


= 


Total revenue (must equal Part VIN, column (A), line 12) 


4,503,927. 


Total expenses (must equal Part IX, column (A), line 25) 4,383,830. 
Revenue less expenses. Subtract line 2 from line 1. ..... 1... ooo... ooo... 120,097. 
Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A) . .... 950,540, 


Net unrealized gains (losses) on investments 


Donated services and use of facilities `... 


Investment expenses. _.._............. 
Prior period adjustments; `. e SA Eer l ke ew a 
Other changes in net assets or fund balances (explain in Schedule O). .......... l.l. 


Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 
E AAA AN 


CUP] Financial Statements and Reporting 


Check if Schedule O contains a response or note to any line in this Part XII 


VERS Ll 


2a 


3a 


b 


Accounting method used to prepare the Form 990: L] Cash [ X| Accrual | Other 

If the organization changed its method of accounting from a prior year or checked "Other," explain in 
Schedule O. 
Were the organization's financial statements compiled or reviewed by an independent accountant?, . ..... 
If "Yes,” check a box below to indicate whether the financial statements for the year were compiled or 
reviewed on a separate basis, consolidated basis, or both: 

O Separate basis r] Consolidated basis C] Both consolidated and separate basis 

Were the organization's financial statements audited by an independent accountant? ....... dare irs w 
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a 
separate basis, consolidated basis, or both: 
Separate basis L1 Consolidated basis LJ Both consolidated and separate basis 

If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight 
of the audit, review, or compilation of its financial statements and selection of an independent accountant? 
If the organization changed either its oversight process or selection process during the tax year, explain in 
Schedule O. 

As a result of a federal award, was the organization required to undergo an audit or audits as set forth in 
the Single Audit Act and OMB Circular A-133? . . . +++ ri p aa o UT NP US VIROS der a 
If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the 


Yes | No 


{3a | |X 


required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits. 3b 
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Form 990 (2018) 


SCHEDULE A Pub... Charity Status and Public SL port OMB No. 1545-0047 


(Form 990 or 990-EZ) Complete if the organization is a section 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust. 
> Attach to Form 990 or Form 990-EZ. Open to Public 
> Go to www.irs.gov/Form990 for instructions and the latest information. Inspection 


Department of the Treasury 
Internal Revenue Service 


Name of the organization Employer identification number 
HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 
Reason for Public Charity Status (All organizations must complete this part.) See instructions. 
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.) 
1 A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i). 

A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990 or 990-EZ).) 

A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii). 
A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the 
hospital's name, city, and state: 
5 An organization operated for the benefit of a college or university owned or operated by a governmental unit described in 
section 170(b)(1)( A)(iv). (Complete Part II.) 
6 A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v). 
7 [x] An organization that normally receives a substantial part of its support from a governmental unit or from the generat public 


2 
3 
4 


described in section 170(b)(1)(A)(vi). (Complete Part II.) 


8 A community trust described in section 170(b){1)(A)(vi). (Complete Part II.) 
9 An agricultural research organization described in section 170(b)(1)(A){ix) operated in conjunction with a land-grant college 
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or 
. University: 
10 An organization that normally receives: (1) more than 331/3 % of its support from contributions, membership fees, and gross 


receipts from activities related to its exempt functions - subject to certain exceptions, and (2) no more than 331/3 %of its 
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses 
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part III.) 


11 L] An organization organized and operated exclusively to test for public safety. See section 509(a)(4). 

12 | An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes 
of one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). 
Check the box in lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g. 

a O Type I. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving 

the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the 

supporting organization. You must complete Part IV, Sections A and B. 

b O Type II. A supporting organization supervised or controlled in connection with its supported organization(s}, by having 

control or management of the supporting organization vested in the same persons that control or manage the supported 

organization(s). You must complete Part IV, Sections A and C. 

c O Type Ill functionally integrated. A supporting organization operated in connection with, and functionally integrated with, 

its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E. 

d | .. Type lll non-functionally integrated. A supporting organization operated in connection with its supported organization(s) 

that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness 
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V. 


e L .j Check this box if the organization received a written determination from the IRS that it is a Type I, Type Il, Type III 
functionally integrated, or Type IIl non-functionally integrated supporting organization. 

f Enter the number of supported organizations... ..... csse Ie 

g Provide the following information about the supported organization(s). 

(i) Name of supported organization (ii) EIN (Ili) Type of organization | (Iv) ls the organization | (v) Amount of monetary (vi) Amount of 
(described on lines 1-10 [listed in your governing support (see other support (see 
above (see instructions)) document? instructions) instructions) 

Yes No 
(A) 
(B) 
(C) 
(D) 
(E) 
Total 


For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2018 
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HUNT "ON'S DISEASE SOCIETY OF AMERICA “OUP 90-0658125 
Schedule A (Form 990 or 990-EZ) 2018 i Page 2 


| Part Il | Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi) 


(Complete only if you checked the box on line 5, 7, or 8 of Part I or if the organization failed to qualify under 
Part III. If the organization fails to qualify under the tests listed below, please complete Part III.) 


Section A. Public Support 
Calendar year (or fiscal year beginning in) > (a) 2014 (b) 2015 (c) 2016 {d) 2017 


(e) 2018 " (f) Total 


1 Gifts, grants, contributions, and 
membership fees received. (Do not 


include any “unusual grants") . . . . . . 3,053,990. 3,253,136. 2,853,023. 3,080,301. 4,451,475. 16,691,925. 


2 Tax revenues levied for the 
organization's benefit and either paid 
to or expended onitsbehalf....... 


3 The value of services or facilities 
furnished by a governmental unit to the 
organization without charge. . . . . . . 


4 Total. Add lines 1 through 3. . . . . . . 


5 The portion of total contributions by 
each person (other than a 
governmental unit or publicly 
supported organization) included on 
line 1 that exceeds 2% of the amount 
shown on line 11, column (f). . . . . == 

6 Public support. Subtract line 5 from line 4 


Section B. Total Support 


3,053,990. 3,253,136. 2,853,023. 3,080,301. 4,451,475. 16,691,925. 


0. 
16,691,925. 


Calendar year (or fiscal year beginning In) > (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) 2018 
7 Amounts from line 4... ........ 3,053, 990. 3,253,136. 2,853,023. 3,080,301. 4,451,475. 16,691,925. 
8 Gross income from interest, dividends, 
payments received on securities loans, 
rents, royalties, and income from 
similar sources .... llle : 4. 70. 7. 86. 
9 Net income from unrelated business 
activities, whether or not the business 
is regularly carried on . . ........ 
10 Other income. Do not include gain or 
loss from the sale of capital assets 
(Explain in Part VI.) . ABCH. 1..... 862. 56,471. 52,445. 114,058. 
11 Total support. Add lines 7 through 10. . HERE 16,606,069, 
12 Gross receipts from related activities, etc. (see instructions). . ......... s. VOR RI de ee eres 12 
13 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3) 
organization, check this boy and stop here... . 7 .. T da Ww x Xh w w w vr s w X N X wD sim s.s. RUN nra > 
Section C. Computation of Public Support Percentage 
14 Public support percentage for 2018 (line 6, column (f) divided by line 11, column (D. ........ 14 99.329, 
15 Public support percentage from 2017 Schedule A, Part II, ine 14 ........o.oooooooo... 15 99.57% 
16a 331/3% support test - 2018. If the organization did not check the box on line 13, and line 14 is 331/3 % or more, check this 
box and stop here. The organization qualifies as a publicly supported organization. . ...... ooo eee ee eee > E 
b 331/3% support test - 2017. If the organization did not check a box on line 13 or 16a, and line 15 is 331/3 %or more, check 
this box and stop here. The organization qualifies as a publicly supported organization `... > O 


17a 10%-facts-and-circumstances test - 2018. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 
10% or more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in 

Part Vi how the organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported 
organizatlons E A EN A al aaa Dro > 

b 10%-facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 
15 is 10% or more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. 
Explain in Part VI how the organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly 


Supported Organization su å; 5: Sek aa ehe balle wach Ek P e Sets eee bee ben sar > 
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see GE 
Instructions ee EE E RR Ee ee AE ee ert ek ba EC > 


Schedule A (Form 990 or 990-EZ) 2018 
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HUNT F^*STON 'S DISEASE SOCIETY OF AMERIC ` "ROUP 90-0658125 
Schedule A (Form 990 or 990-EZ) 2018 ` Page 3 
Support Schedule for Organizations Described in Section 509(a)(2) 
(Complete only if you checked the box on line 10 of Part I or if the organization failed to qualify under Part II. 
If the organization fails to qualify under the tests listed below, please complete Part Il.) 
Section A. Public Support 
Calendar year (or fiscal year beginning in) P| (a)2014 (b) 2015 (c) 2016 (d) 2017 
1 Gifts, grants, contributions, and membership Sat 
received. (Do not include any "unusual grants.”) 
2 Gross receipts from admissions, merchandise | 


SS 


(e) 2018 (f) Total 


sold or services performed, or facilities 
furnished in any activity that is related to the 
organization's tax-exempt purpose . . . . = ` 


unrelated trade or business under section 513 . 
4 Tax revenues levied for the 
organization's benefit and either paid to 
or expended on its behalf . . . . . we Awya 
5 The value of services or facilities 
furnished by a governmental unit to the 
organization without charge. . . . . .. 
6 Total. Add lines 1 through 5. . . .... 


7a Amounts included on lines 1, 2, and 3 


received from disqualified persons . . . . 
b Amounts included on lines 2 and 3 
received from other than disqualified 
persons that exceed the greater of $5,000 
or 1% of the amount on line 13 for the year 


c Add lines 7a and 7b... ... . . . .. 
8 Public support. (Subtract line 7c from 


3 Gross receipts from activities that are not an 


line 6. 
Section B. Total Support 
Calendar year (or fiscal year beginning in) > (b) 2015 (c) 2016 (d) 2017 (e) 2018 ( Total 


9 Amounts from line 6, .......... 
10a Gross income from interest, dividends, 
payments received on securities loans, 
rents, royalties, and income from similar 
SQUICOS e ee 


b Unrelated business taxable income (less 
section 511 taxes) from businesses 
acquired after June 30, 1975 

c Add lines 10a and 10b . 


11 Net income from unrelated business 
activities not included in line 10b, 
whether or not the business is regularly 
carried ON. ss ee ee ee ee .... 


12 Other income. Do not include gain or 
loss from the sale of capital assets 
(Explain in Part vi... 

13 Total support. (Add lines 9, 10c, 11, 


and 12.) swe ee . 
14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(cX3) 
organization, check this box and stop here. .. «var 2. í s s r e e w a sz ses s ne ee nn 


Section C. Computation of Public Support Percentage 
15 Public support percentage for 2018 (line 8, column (f), divided by line 13, column (f) , 
16 Public support percentage from 2017 Schedule A, Part UL, linet5.......... EE EN Wm abs S: A 
Section D. Computation of investment Income Percentage 
17 Investment income percentage for 2018 (line 10c, column (f), divided by line 13, column (Y). ......... [17 % 
18 Investment income percentage from 2017 Schedule A, Part lll, line 17 .... "E MM . [18 % 
19a 331/3% support tests - 2018. If the organization did not check the box on line 14, and line 15 is more than 331/3 %, and line 
17 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization . > 
b 331/3% support tests - 2017. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 331/3 %, and 
line 18 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization > 
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions P 
Schedule A (Form 990 or 990-EZ) 2018 
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e DON 'S8 DISEASE SOCIETY OF AMERIC ` ROUP 90-0658125 
Schedule A (Form 990 or 990-EZ) 2018 Page 4 
Supporting Organizations 
(Complete only if you checked a boxin line 12 on Part I. If you checked 12a of Part I, complete Sections A 
and B. If you checked 12b of Part I, complete Sections A and C. If you checked 12c of Part I, complete 


Sections A, D, and E. if you checked 12d of Part I, complete Sections A and D, and complete Part V.) 


Section A. All Supporting Organizations 


Yes| No 


1 Are all of the organization's supported organizations listed by name in the organization's governing 
documents? /f "No," describe in Part VI how the supported organizations are designated. If designated by 
class or purpose, describe the designation. If historic and continuing relationship, explain. 


2 Did the organization have any supported organization that does not have an IRS determination of status 
under section 509(a)(1) or (2)? If "Yes," explain in Part VI how the organization determined that the supported 
organization was described in section 509(a)(1) or (2). 

3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Yes," answer 
(b) and (c) below. 

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and 
satisfied the public support tests under section 50%aX2)? If "Yes," describe in Part VI when and how the 
organization made the determination. 

c Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B) 
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use. 

4a Was any supported organization not organized in the United States ("foreign supported organization")? If 
"Yes," and if you checked 12a or 12b in Part I, answer (b) and (c) below. 

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign 
supported organization? /f "Yes," describe in Part VI how the organization had such control and discretion 
despite being controlled or supervised by or in connection with its supported organizations. 

c Did the organization support any foreign supported organization that does not have an IRS determination | 
under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI what controls the organization used 
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B) 
purposes. 

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes," 
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN 
numbers of the supported organizations added, substituted, or removed; (ii) the reasons for each such action; 
(iii) the authority under the organization's organizing document authorizing such action; and (iv) how the action 
was accomplished (such as by amendment to the organizing document). 


b Type I or Type Il only. Was any added or substituted supported organization part of a class already 
designated in the organization's organizing document? 
c Substitutions only. Was the substitution the result of an event beyond the organization's control? 


6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to 
anyone other than (i) its supported organizations, (il) individuals that are part of the charitable class benefited 
by one or more of its supported organizations, or (iii) other supporting organizations that also support or 
benefit one or more of the filing organization's supported organizations? /f "Yes," provide detail in Part VI. 


7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor 
(as defined in section 4958(cX3XC)), a family member of a substantial contributor, or a 35% controlled entity 
with regard to a substantial contributor? If "Yes," complete Part I of Schedule L (Form 990 or 990-EZ). 

8  Didthe organization make a loan to a disqualified person (as defined in section 4958) not described in line 7? 
If "Yes," complete Part I of Schedule L (Form 990 or 990-EZ). 

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more 
disqualified persons as defined in section 4946 (other than foundation managers and organizations described 
in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 

b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which 
the supporting organization had an interest? If "Yes," provide detail in Part VI. 
€ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit 
from, assets in which the supporting organization also had an interest? /f "Yes," provide detail in Part VI. 
10a Was the organization subject to the excess business holdings rules of section 4943 because of section 
4943(f) (regarding certain Type Il supporting organizations, and all Type IIl non-functionally integrated 
supporting organizations)? /f "Yes," answer 10b below. 
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to 
determine whether the organization had excess business holdings.) 
JSA Schedule A (Form 990 or 990-EZ) 2018 
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Supporting Organizations (contínued) 


KONEV ONS DISEASE SOCIETY OF AMERICA” “ROUP 90-0658125 


Yes| No 


11 Has the organization accepted a gift or contribution from any of the following persons? 
a Å person who directly or indirectly controls, either alone or together with persons described in (b) and (c) 
below, the governing body of a supported organization? 
b A family member of a person described in (a) above? 


1 
€ A 35% controlled entity of a person described in (a) or (b) above? If "Yes" to a, b, or c, provide detail in Part VI. 1 


Section B. Type | Supporting Organizations 


Yes] No 


1 Did the directors, trustees, or membership of one or more supported organizations have the power to 
regularly appoint or elect at least a majority of the organization's directors or trustees at all times during the 
tax year? If "No," describe in Part VI how the supported organization(s) effectively operated, supervised, or 
controlled the organization's activities. If the organization had more than one supported organization, 
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported 
organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 


2 Did the organization operate for the benefit of any supported organization other than the supported 
organization(s) that operated, supervised, or controlled the supporting organization? if "Yes," explain in Part 
VI how providing such benefit carried out the purposes of the supported organization(s) that operated, 
supervised, or controlled the supporting organization. 


Section C. Type Il Supporting Organizations 


[Yes] No 


1 Were a majority of the organization's directors or trustees during the tax year also a majority of the directors 
or trustees of each of the organization's supported organization(s)? If "No," describe in Part VI how control 
or management of the supporting organization was vested in the same persons that controlled or managed 
the supported organization(s). 


Section D. All Type Ill Supporting Organizations 


1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the 
organization's tax year, (i) a written notice describing the type and amount of support provided during the prior 
tax year, (ii) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of 
the organization's governing documents in effect on the date of notification, to the extent not previously 
provided? 


2 Were any of the organization's officers, directors, or trustees either (i) appointed or elected by the supported 
organization(s) or (ii) serving on the governing body of a supported organization? /f "No," explain in Part VI how 
the organization maintained a close and continuous working relationship with the supported organization(s). 


3 By reason of the relationship described in (2), did the organization's supported organizations have a 
significant voice in the organization's investment policies and in directing the use of the organization's 
income or assets at all times during the tax year? /f "Yes," describe in Part VI the role the organization's 
supported organizations played in this regard. 

Section E. Type Ill Functionally Integrated Supporting Organizations 
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions). 


a The organization satisfied the Activities Test. Complete line 2 below. 
b The organization is the parent of each of its supported organizations. Complete line 3 below. 
c The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions). 


Yes| No 


2 Activities Test. Answer (a) and (b) below. Emi 


a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of 
the supported organization(s) to which the organization was responsive? If "Yes," then in Part VI identify 
those supported organizations and explain how these activities directly furthered their exempt purposes, 
how the organization was responsive to those supported organizations, and how the organization determined 
that these activities constituted substantially all of its activities. 


b Did the activities described in (a) constitute activities that, but for the organization's involvement, one or more 
of the organization's supported organization(s) would have been engaged in? /f "Yes," explain in Part VI the 
reasons for the organization's position that its supported organization(s) would have engaged in these 
activities but for the organization's involvement. 


3 Parent of Supported Organizations. Answer (a) and (b) below. 
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or 
trustees of each of the supported organizations? Provide details in Part VI. 
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each 
of its supported organizations? /f "Yes," describe in Part VI the role played by the organization in this regard. 
JSA Schedule A (Form 990 or 990-EZ) 2018 
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Schedule A (Form 990 or 990-EZ) 2018 


Type Ill Non-Functionally Integrated 509(a)(3) Supporting Organizations 


90-0658125 
Page 6 


Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See 


instructions. All other Type IIl non-functionally integrated supporting organizations must complete Sections A through E. 


Section A - Adjusted Net Income 


(A) Prior Year 


(B) Current Year 
(optional) 


1 Net short-term capital gain 


2 Recoveries of prior-year distributions 


3 Other gross income (see instructions) 


4 Add lines 1 through 3. 


5 Depreciation and depletion 


Alb jo sN } 


6 Portion of operating expenses paid or incurred for production or 
collection of gross income or for management, conservation, or 


1 


maintenance of property held for production of income (see instructions) 6 
7 Other expenses (see instructions) 7 
8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8 


Section B - Minimum Asset Amount 


(A) Prior Year 


(B) Current Year 
(optional) 


1 Aggregate fair market value of all non-exempt-use assets (see 
instructions for short tax year or assets held for part of year): 


a Average monthly value of securities 


b Average monthly cash balances 


c Fair market value of other non-exempt-use assets 


d Total (add lines 1a, 1b, and 1c) ` 


e Discount claimed for blockage or other 
factors (explain in detail in Part VI): 
2 Acquisition indebtedness applicable to non-exempt-use assets 
3 Subtract line 2 from line 1d. 
4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount, 
see instructions). 
5 Net value of non-exempt-use assets (subtract line 4 from line 3 
6 Multiply line 5 by .035. 
7 Recoveries of prior-year distributions 
8 Minimum Asset Amount (add line 7 to line 6 


Section C - Distributable Amount 


1 Adjusted net income for prior year (from Section A, line 8, Column A) 


Current Year 


2 Enter 85% of line 1. 


3 Minimum asset amount for prior year (from Section B, line 8, Column A) 


4 Enter greater of line 2 or line 3. 


5 Income tax imposed in prior year 


6 Distributable Amount. Subtract line 5 from line 4, unless subject to 
emergency temporary reduction (see instructions). 


6 


7 L] Check here if the current year is the organization's first as a non-functionally integrated Type IIl supporting organization (see 


instructions). 


JSA 
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Schedule A (Form 990 or 990-EZ) 2018 Page 7 
| Part V | Type lil Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued) 
Section D - Distributions Current Year 


1 Amounts paid to supported organizations to accomplish exempt purposes 
2 Amounts paid to perform activity that directly furthers exempt purposes of supported 
organizations, in excess of income from activity 
Administrative expenses paid to accomplish exempt purposes of supported organizations 
Amounts paid to acquire exempt-use assets 
Qualified set-aside amounts (prior IRS approval required) 
Other distributions (describe in Part VI). See instructions. 
Total annual distributions. Add lines 1 through 6. 
Distributions to attentive supported organizations to which the organization is responsive 
(provide details in Part VI). See instructions. 
9 Distributable amount for 2018 from Section C, line 6 
10 Line 8 amount divided by line 9 amount 


OPN Olio) ají 


7 (ii) (ii) 
Section E - Distribution Allocations (see instructions) Excess il ions | Underdistributions Distributable 


Pre-2018 Amount for 2018 


1 Distributable amount for 2018 from Section C, line 6 
Underdistributions, if any, for years prior to 2018 
(reasonable cause required - explain in Part VI). See 


instructions. 
3 Excess distributions carryover, if any, to 2018 
a From2013 ....... 
b From2014 ....... 
c From2015 ....... 
d From2016 ....... 
e From2017 ....... 
f Total of lines 3a through e 
g Applied to underdistributions of prior years 
h Applied to 2018 distributable amount 
i 


Carryover from 2013 not applied (see instructions 
Remainder. Subtract lines 3g, 3h, and 3i from 3f. 

4 Distributions for 2018 from 

Section D, line 7: $ 
a Applied to underdistributions of prior years 
b Applied to 2018 distributable amount 
c  Remainder. Subtract lines 4a and 4b from 4. 

5 Remaining underdistributions for years prior to 2018, if 
any. Subtract lines 3g and 4a from line 2. For result 
greater than zero, explain in Part VI. See instructions. 

6 Remaining underdistributions for 2018. Subtract lines 3h 
and 4b from line 1. For result greater than zero, explain in 
Part VI. See instructions. 

7 Excess distributions carryover to 2019. Add lines 3j 
and 4c. 

8 Breakdown of line 7: 

Excess from 2014. . . . 
Excess from 2015. . . . 
Excess from 2016... . 
Excess from 2017.... 
Excess from 2018. . . . 


e ° o |° 
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Schedule A (Form 990 or 990-EZ) 2018 

Supplemental Information. Provide the explanations required by Part II, line 10; Part II, line 17a or 17b; Part 
IL line 12; Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section 
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 
3a and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E, 


lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.) 
ATTACHMENT 1 


SCHEDULE A, PART II - OTHER INCOME 


DESCRIPTION 2014 2015 2016 2017 2018 TOTAL 
MISCELLANEOUS 2,874. 1,406. 862. 56,471. 52,445. 114,058. 
TOTALS 2,874 1,406. 862. 56.471. 52,445, 114,058. 
JSA Schedule A (Form 990 or 990-EZ) 2018 
305881 GROUP 
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Fom om) H Supplemental Financial Statements Ge 
> Complete if the organization answered "Yes" on Form 990, 201 8 
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. 
Department ofthe Treasury P Attach to Form 990. Open to Public 
Internal Revenue Service > Go to www.irs.gov/Form990 for instructions and the latest information. Inspection 
Name of the organization Employer identification number 


HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 
Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 6. 


(a) Donor advised funds (b) Funds and other accounts 

1 Total number at end of year ........... 
2 Aggregate value of contributions to (during year) 
3 Aggregate value of grants from (during year) . . 
4 Aggregate value atendofyear.......... | 
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised 

funds are the organization's property, subject to the organization's exclusive legal control? ........... Yes |_| No 
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used 

only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose 


[ ] ves E? No 


conferring impermissible private benefit? EA 
Conservation Easements. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 7. 
1 Purpose(s) of conservation easements held by the organization (check all that apply). 
Preservation of land for public use (e.g., recreation or education) Preservation of a historically important land area 
Protection of natural habitat Preservation of a certified historic structure 
Preservation of open space 
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation 


easement on the last day of the tax year. = Held at the End of the Tax Year 
a Total number of conservation easements .............. GE : 
b Total acreage restricted by conservation easements . ........ ooo oo...» TS 
€ Number of conservation easements on a certified historic structure included in (a). . . . . 
d Number of conservation easements included in (c) acquired after 7/25/06, and not on å 
historic structure listed in the National Register... PERRA 
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the 
tax year > 


4 Number of states where property subject to conservation easement is located > 
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of 


violations, and enforcement of the conservation easements it holds? `... L! Yes O No 
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year 
> E 
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year 
Pp$ o 
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i) 
EU A A Wore E Ead LU vos [no 


9 In Part XIII, describe how the organization reports conservation easements in its revenue and expense statement, and 
balance sheet, and include, if applicable, the text of the footnote to the organization's financial statements that describes the 
organization's accounting for conservation easements. 

Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 8. 

1a if the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet 


works of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of 
public service, provide, in Part XIII, the text of the footnote to its financial statements that describes these items. 


b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet 
works of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of 
public service, provide the following amounts relating to these items: 


(i) Revenue included on Form 990, Part VIII, line1...... 00.0 ler tm IR >$ 
(ii) Assets included in Form 990, PartX. uq u yy u u et we ee ees PS 
2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the 
following amounts required to be reported under SFAS 116 (ASC 958) relating to these items: 
a Revenue included on Form 990, Part VII, line1_._.._................... r... >$ 
Assets included in Form 990, Part X. ree 
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2018 
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HUNT?” "TON'S DISEASE SOCIETY OF AMERICA” `RoUP 90-0658125 
Schedule D (Form 990) 2018 Page 2 
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued) 
3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its 
collection items (check all that apply): 


a Public exhibition d H Loan or exchange programs 
b Scholarly research e Other 
c Preservation for future generations 
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part 
XIII. 


5 During the year, did the organization solicit or recelve donations of art, historical treasures, or other similar 


Escrow and Custodial Arrangements. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or reported an amount on Form 
990, Part X, line 21. 


1a ls the organization an agent, trustee, custodian or other intermediary for contributions or other assets not 
included on Form 990, Part X? < siso m eaea a a a a a a a a a a e [_] Yes No 
b lf "Yes," explain the arrangement in Part XIII and complete the following table: 


Amount 
€; Beginning balance ry. Seen séiss Eh E Re E, sit E RE 16 
d Additions during the year.......... 1d | 
e Distributions during the year | 1e | 
f. Ending balance. 2. dër GRE ES C ee Lit | 
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? L Yes No 
b If "Yes," explain the arrangement in Part XIII. Check here if the explanation has been provided on Part XIII . . s ...... 


Endowment Funds. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 10. 


(a) Current year (b) Prior year (c) Two years back (d) Three years back | (e) Four years back 


1a Beginning of year balance . . . . 
b Contributions . .......... 
cç Net investment earnings, gains, 

andbsses............. 

d Grants or scholarships . . ++ ++ 
e Other expenditures for facilities 

and programs. s » .ooooooo. 

f Administrative expenses . .... 
g End of year balance. ...... 

2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as: 


a Board designated or quasi-endowment > % 
b Permanent endowment > % 
c Temporarily restricted endowment > % 


The percentages on lines 2a, 2b, and 2c should equal 100%. 
3a Are there endowment funds not in the possession of the organization that are held and administered for the 

organization by: Yes | No 

{i) unrelated organizations 3a(i) 

(ii) related organizations ........o.o.ooooooooo.. .. Ga) 

b If "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R? 3b | 
4 Describe in Part XIII the intended uses of the organization's endowment funds. 
Land, Buildings, and Equipment. 

Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10. 
Description of property (a) Cost or other basis | (b) Cost or other basis (c) Accumulated (d) Book value 
(investment) (other) depreciation 


b Buildings 
c Leasehold improvements. ......... 
d Equipment. 
ex e yc rra uires xg 
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 100). . ..... > 


— 75,342 12,237. 


Schedule D (Form 990) 2018 
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HUNTIN 'ON'S DISEASE SOCIETY OF AMERICA C “UP 90-0658125 
Schedule D (Form 990) 2018 Page 3 
Investments - Other Securities. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12. 


(a) Description of security or category (b) Book value (c) Method of valuation: 
{including name of security) Cost or end-of-year market value 

(1) Financial derivatives ,................ 
(2) Closely-held equity interests ............. 
(3) Other 

(A) 

(B) 

(C) 

(D) | 

(E) 

(F) 

(G) 

(H) 
Total. (Column (b) must equal Form 990, Part X, col. (B) line 12.) |p 


Investments - Program Related. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 11c. See Form 990, Part X, line 13. 


(a) Description of investment (b) Book value (c) Method of valuation: 
Cost or end-of-year market value 


(2) | ` 
3 


Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.) We 
EUA Other Assets. 

Complete if the organization answered "Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15. 

(a) Description (b) Book value 


(7) 
(8) 
(9) 
Total. (Column (b) must equal Form 990, Part X, col. (B) line 15)... J ee ee > 
Other Liabilities. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, 
line 25. 
1. (a) Description of liability (b) Book value 
(1) Federal income taxes 
(2) 
(3) 
(4) 
(5) 
(6) 
(7) 
(8) 
(9) 
Total. (Column (b) must equal Form 990, Part X, col. (B) line 25.) P 
2. Liability for uncertain tax positions. In Part XIII, provide the text of the footnote to the organization's financial statements that reports the 
organization's liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XIII 
SES Schedule D (Form 990) 2018 
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Schedule D (Form 990) 2018 


Reconciliation of Revenue per Audited Financial Statements With Revenue per Return. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a. 


GG o E o 


Page 4 


Total revenue, gains, and other support per audited financial statements . ................ 
Amounts included on line 1 but not on Form 990, Part Vill, line 12: 

Net unrealized gains (losses) on investments .» ++» 0... ooo ooo .... 2a 
Donated services and use of facilities . ......o..oooomon.oo$.o... | 2b | 
Recoveries of prior year grants. . .. mo... +... Ze 
Other (Describe in Part XII.) ....o.o 0... len 
Add lines 2a through 2d . . - «so vara var rv moco A 
Subtract line Ze fromline1.......... leeren 
Amounts included on Form 990, Part VIII, line 12, but not on line 1: 
Investment expenses not included on Form 990, Part Vill, line 7b....... 
Other (Describe in Part XII)... ..o.o ooo ooo ooo... A : 
Add lines. 4a and 4D. Lir m ul CR Sek eek eu å Rom RR e ee a Im m IR 
Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part I, line 12.) .............. 5 
Reconciliation of Expenses per Audited Financial Statements With Expenses per Return. 
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a. 


7,014,892. 


11,518,819. 


7,014,892. 
4,503,921. 


4,503,927. 


Go o CG o 


Part XIII 


Total expenses and losses per audited financial statements ....... o. oo ooo. oo coco... 
Amounts included on line 1 but not on Form 990, Part IX, line 25: 
Donated services and use of facilities 


Prior year adjustments ....... een 

Other losses. . oo. ....... 

Other (Describe in Part XIII.) ............ Bu 

Add lines 2a through 2d . ............ 2e 8,772,156. 
Subtract line 2e from line 1 ................. er cM D 1,200,762. 


Amounts included on Form 990, Part IX, line 25, but not on line 1: 
Investment expenses not included on Form 990, Part VIII, line7b. . » . . .. 
Other (Describe in Part XIII.) . . ++. 


Supplemental Information. 


9,972,918. 


3,183,068. 
4,383,830. 


Provide the descriptions required for Part II, lines 3, 5, and 9; Part III, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 
2; Part XI, lines 2d and 4b; and Part XII, lines 2d and 4b. Also complete this part to provide any additional information. 


SEE PAGE 5 


A 
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| Part XI i Supplemental Information (continued) 


SCHEDULE D, PART X, LINE 2: 


THE SOCIETY FOLLOWS THE PROVISIONS OF THE FINANCIAL ACCOUNTING STANDARDS 
BOARD'S (THE "FASB") ACCOUNTING STANDARDS CODIFICATION ("ASC") TOPIC 740, 
INCOME TAXES, AS IT RELATES TO ACCOUNTING AND REPORTING FOR UNCERTAINTY 
IN INCOME TAXES. BECAUSE OF THE SOCIETY'S GENERAL TAX-EXEMPT STATUS, 
MANAGEMENT BELIEVES ASC TOPIC 740 HAS NOT HAD, AND IS NOT ANTICIPATED TO 


HAVE, A MATERIAL IMPACT ON THE SOCIETY'S FINANCIAL STATEMENTS. 


SCHEDULE D, PART XI, LINE 2D: 


LINE 2D: TOTAL REVENUES FROM HDSA NATIONAL OF ($7,014,892) 


SCHEDULE D, PART XII, LINE 2D € 4B: 
LINE 2D: TOTAL EXPENSES FROM HDSA NATIONAL OF $8,772,156 


LINE 4B: TOTAL PAYMENTS TO HDSA NATIONAL OF $3,183,068 


—— N Ə  [TÑc.P — A P J J 


Schedule D (Form 990) 2018 
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Supplemental” "ormation Regarding Fundraising or É “aing Activities 


Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the 
organization entered more than $15,000 on Form 990-EZ, line 6a. 
> Attach to Form 990 or Form 990-EZ. 
W Go to www.irs.gov/Form990 for instructions and the latest instructions. 


OMB No. 1545-0047 


2018 


Open to Public 
Inspection 


SCHEDULE G 
(Form 990 or 990-EZ) 


Department of the Treasury 
Internal Revenue Service 


Name of the organization Employer identification number 
HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 
Fundraising Activities. Complete if the organization answered "Yes" on Form 990, Part IV, line 17. 
Form_990-EZ filers are not required to complete this part. 
1 Indicate whether the organization raised funds through any of the following activities. Check all that apply. 


a Mail solicitations e| | Solicitation of non-government grants 
b O Internet and email solicitations f Solicitation of government grants 
c Phone solicitations g Special fundraising events 
d In-person solicitations 
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, 


or key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? [| Yes O No 
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be 
compensated at least $5,000 by the organization. 


" (v) Amount paid to à a 
? agii li) Did fundraiserhave| ,, š (vi) Amount paid to 
i) Name and address of individual n ( iv) Gross receipts or retained b: " 
Nene entity (fundraiser) (i) Activity custody or control ot | LET activity Biere (or retained by) 
contributions? col. (i) organization 
Yes No 
1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
Total a EEE E IEEE savanne n P 
8 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from 


registration or licensing. 


E 
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2018 
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Schedule G (Form 990 or 990-EZ) 2018 Page 2 
Fundraising Events. Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or reported 
more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List 
events with gross receipts greater than $5,000. 


(a) Event 41 (b) Event #2 (c) Other events (d) Total events 
WALKS GALA 2.| (add col. (a) through 
(event type) (event type) (total number) col. (c) 
o 
3 
Š 1 Gross receipts ........... 1,459,312. 978,224. 1,027,759. 3,465,295. 
° 
Č 
2 Less: Contributions `... 1,333,845. 765,893. 916,423. 3,016,161. 
3 Gross income (line 1 minus 
UV S l; te 125,467. 212,331. 111,336. 449,134. 
4 Cashprzes,............ 
5 Noncash prizes........... 56,647. 5,334. 17,569. 79,550. 
o 
2 6 Rent/facility costs,........ 23,613. 7,000. 47,879. 78,492. 
o 
a 
oi 7 Food and beverages, ....... 4,494, 151,658. 13,938. 170,090. 
9 
Š 8 Entertainment... 48,339. 121,002. 
9 Other direct expenses, ...... 


449,134. 


° b) Pull tabs/instant d) Total gaming (add 
2 (a) Bingo së Ee bingo | (š) Other gaming ae (a) through de (c) 
ë 
N 
Q| é Vash prizes 1. 
a 
Š 
&| 3 Noncash prizes. .......... 
o 
$| 4 Rent/facility costs , , ....... 
Š 

5 Other direct expenses....... 

Yes % | [Yes all [Yes 
6 Volunteer labor. `, No [_]No [_]No 
Net gaming income summary. Subtract line 7 from line 1, column (d 


9 Enter the state(s) in which the organization conducts gaming activities: 
a Is the organization licensed to conduct gaming activities in each of these states? Yes No 


b If "No," explain: 


10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year? . Yes |__| No 
b If "Yes," explain: 


Schedule G (Form 990 or 990-EZ) 2018 
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Schedule G (Form 990 or 990-EZ) 2018 Page 3 
11 Does the organization conduct gaming activities with nonmembers? „nananana aoaaa nanana aaa Yes |_| No 
12  Isthe organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity 
formed to administer charitable gaming? . ...... ee ee ee Yes No 
13 Indicate the percentage of gaming activity conducted in: 
a The organization's facllily 5 L sia. cun a o A SES EE DRE SR 13a % 
b An outside facllity s skr seks sekk Rok kh gom RR ROS EUR ER Y RAE e VUE aii åå [13b] % 
14 Enter the name and address of the person who prepares the organization's gaming/special events books and 
records: 
NANO o Tr p O EE EE å rn ANN AE cad 
Address > 


15a Does the organization have a contract with a third party from whom the organization receives gaming 
TeVGUO?:. ee A CNET YA I a eus Yes [ ] No 
b If "Yes," enter the amount of gaming revenue received by the organization » $ 
amount of gaming revenue retained by the third party » $ 
c If "Yes," enter name and address of the third party: 


16 Gaming manager information: 


Description of services provided >» 


E] Director/officer L] Employee [zs] Independent contractor 


17 Mandatory distributions: 
a Is the organization required under state law to make charitable distributions from the gaming proceeds to 
page Kst euer sete Va d .......... LJ¥es LJ] No 
b Enter the amount of distributions required under state law to be distributed to other exempt organizations 
or spent in the organization's own exempt activities during the tax year > $ 
| Part IV | Supplemental Information. Provide the explanation required by Part I, line 2b, columns (iii) and (v), and 
Part Ill, lines 9, 9b, 10b, 15b, 15c, 16, and 17b, as applicable. Also provide any additional information 
(see instructions). 
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SCHEDULE J 
(Form 990) 


OMB No. 1545-0047 


2018 


Open to Public 


Inspection 
Employer identification number 


90-0658125 


compensation Information 
For certaln Officers, Directors, Trustees, Key Employees, and Highest 
Compensated Employees 
P Complete if the organization answered "Yes" on Form 990, Part IV, line 23. 
> Attach to Form 990. 
P Go to www.irs.gov/Form990 for instructions and the latest information. 


Department of the Treasury 
Internal Revenue Service 


Name of the organization 
HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 
Questions Regarding Compensation 


1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 
990, Part VII, Section A, line 1a. Complete Part Ill to provide any relevant information regarding these items. 


First-class or charter travel |__| Housing allowance or residence for personal use 
Travel for companions Payments for business use of personal residence 
Tax indemnification and gross-up payments Health or social club dues or initiation fees 

Discretionary spending account Personal services (such as maid, chauffeur, chef) 


b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment 
or reimbursement or provision of all of the expenses described above? If "No," complete Part Ill to 
Cr eg a ee EA Ost tea ya Bak Mek dere E mie ris PPS 


2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all 
directors, trustees, and officers, including the CEO/Executive Director, regarding the items checked on line 


3 Indicate which, if any, of the following the filing organization used to establish the compensation of the 
organization's CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a 
related organization to establish compensation of the CEO/Executive Director, but explain in Part Ill. 


[ | Compensation committee Written employment contract 
Independent compensation consultant Compensation survey or study 
Form 990 of other organizations Approval by the board or compensation committee 


4 During the year, did any person listed on Form 990, Part VII, Section A, line 1a, with respect to the filing 
organization or a related organization: 


Receive a severance payment or change-of-control payment?. |... J.J... r a. a aras ee ee es 


c Participate in, or receive payment from, an equity-based compensation arrangement?....... BBD SE 
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part III. 
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Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9. 
5 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any 
compensation contingent on the revenues of: 
a Theorganization? E en ON ES 


If "Yes" on line 5a or 5b, describe in Part III. 
6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any 
compensation contingent on the net earnings of: 


If "Yes" on line 6a or 6b, describe in Part III. 


7 For persons listed on Form 990, Part Vil, Section A, line 1a, did the organization provide any nonfixed 
payments not described on lines 5 and 6? If "Yes," describe in Part, ,.......... lee 
8 Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject 
to the initial contract exception described in Regulations section 53.4958-4(aX3)? If "Yes," describe 


I CLIP Sis AAA Eee w EE EC Seis S: Sw da X 
9 I "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in E 
Regulations section 53.4958-6(0)? . . aa 2 ¿ va va š € 2 kuk h sus na nrk na nå 
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2018 
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SSHEDUHEM Noncash Contributions OMA No. 15450047 
(Form 990) 

> Complete If the organizations answered "Yes" on Form 990, Part iV, lines 29 or 30. 
Department of the Treasury > Attach to Form 990. Open to Public 
Internal Revenue Service > Go to www.irs.gov/Form990 for instructions and the latest information. Inspection 
Name of the organization Employer identification number 


HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 


Types of Property 
a @ ou d! 
Check if Number of in or Konami on Method en 
applicable items contributed Form 990, Part VIII, line 1g noncash contribution amounts 
1 Art-Worksofart.......... 
2 Art- Historical treasures . . . ++ | 
3 Art - Fractional interests . ..... 
4 Books and publications ...... 
5 Clothing and household 
goods. i 7 Eeer s 
6 Cars and other vehicles. . ..... x 0. [SEE SUPP INFO 
7 Boats and planes .......... 
8 Intellectual property , Kaal 
9 Securities - Publicly traded... . . 
10 Securities - Closely held stock . . . 
11 Securities - Partnership, LLC, 
or trust interests .......... 
12 Securities - Miscellaneous ..... 
13 Qualified conservation 
contribution - Historic 
Structures... ... ooo momo. 
14 Qualified conservation 
contribution - Other, ........ 
15 Real estate - Residential . . ... ç 
16 Realestate- Commercial. . . . . . 
17 Realestate- Other ......... 
18 Collectibles ........... m 
49 Foodinenory.......... oo | — oo 
20 Drugs and medical supplies ... . 
21 Taxidemy.............. 
22 Historical artifacts... ........ 
23 Scientific specimens ........' 
24 = Archeological artifacts . . . . . .l 
25 Other »( ATCH 1 ) 68. 495,734. 
26 Other ki ) 
27 Other kt ) 
28 Other ki ) 
29 Number of Forms 8283 received by the organization during the tax year for contributions for 
which the organization completed Form 8283, Part IV, Donee Acknowledgement . ......... 29 
Yes | No 
30a During the year, did the organization receive by contribution any property reported in Part I, lines 1 through 
28, that it must hold for at least three years from the date of the initial contribution, and which isn't required 
to be used for exempt purposes for the entire holding period? . .......o.o.ooooooooomoo ooo oo... 
b If "Yes," describe the arrangement in Part Il. 
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard 
DOUD Er 
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash 
GE GTA bk riket au aldre Se arte 32a| X 
b If "Yes," describe in Part Il. 
33 If the organization didn't report an amount in column (c) for a type of property for which column (a) is checked, 
describe in Part Il. 
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 990) 2018 
JSA 
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HUNTI/ "ON'S DISEASE SOCIETY OF AMERICA “OUP 90-0658125 
Schedule M (Form 990) (2018) Page 2 


| Part Il | Supplemental Information. Provide the information required by Part I, lines 30b, 32b, and 33, and whether 


the organization is reporting in Part I, column (b), the number of contributions, the number of items received, 
or a combination of both. Also complete this part for any additional information. 


SCHEDULE M, LINE 32A: 
CARS AND VEHICLES: 
THE SOCIETY IS THE RECIPIENT OF THE PROCEEDS FROM SALES OF VEHICLE 


DONATIONS THROUGH AN INTERMEDIARY ORGANIZATION. 


JSA Schedule M (Form 990) (2018) 
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HUNTI  "ON'S DISEASE SOCIETY OF AMERICA OUP 90-0658125 
Schedule M (Form 990) (2018) i Page 2 


| Part II | Supplemental Information. Provide the information required by Part I, lines 30b, 32b, and 33, and whether 


the organization is reporting in Part I, column (b), the number of contributions, the number of items received, 
or å combination of both. Also complete this part for any additional information. 


ATTACHMENT 1 


SCHEDULE M, PART I - OTHER NONCASH CONTRIBUTIONS 


(B) NUMBER OF (C) REVENUES (D) METHOD OF 
DESCRIPTION (A) CHECK CONTRIBUTIONS REPORTED DETERMINING 
DONATED GIFTS AND PRIZES x 68. 495,734. FMV 
TOTALS 68. 495,734. 
ns eee 
JSA Schedule M (Form 990) (2018) 
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VES 


Süpbicniental Information to Form 990 or 990-EZ 
Complete to provide information for responses to specific questions on 
Form 990 or 990-EZ or to provide any additional information. 
> Attach to Form 990 or 990-EZ. 
> Information about Schedule O (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. 


SCHEDULE O 
(Form 990 or 990-EZ) 


Department of the Treasury 
Internal Revenue Service 


Name of the organization 
HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 


PART III - PROGRAM SERVICE 4D 


EDUCATION - PROVIDES INFORMATION AND EDUCATION THROUGH PUBLICATION AND 


DISTRIBUTION OF NEWSLETTERS, BROCHURES AND SCIENCE UPDATES. 


FORM 990, PAGE 1, PART I, QUESTION 5, AND PAGE 5, PART V, QUESTION 2A: 
PAYROLL: 

THE SOCIETY CURRENTLY EMPLOYS 41 INDIVIDUALS. PAYROLL AND BENEFITS ARE 
PROCESSED THROUGH A PROFESSIONAL EMPLOYER ORGANIZATION (PEO) WHICH FILES 
THE FORM W-3 ON THE SOCIETY'S BEHALF UNDER THE PEO'S FEDERAL BINH. 


THEREFORE THE SOCIETY DOES NOT FILE A FORM W-3. 


FORM 990, PART VI, SECTION B, LINE 11B: 


REVIEW OF FORM 990: 
MANAGEMENT THOROUGHLY REVIEWS AND SUBSEQUENTLY PROVIDES AN ELECTRONIC 
DRAFT COPY OF FORM 990 TO THE GOVERNING BODY FOR REVIEW BEFORE FILING 


WITH THE IRS. 


FORM 990, PART VI, SECTION B, LINE 12C: 


CONFLICT OF INTEREST POLICY: 


OFFICERS AND TRUSTEES ARE REQUESTED TO ANNUALLY SIGN DOCUMENTATION. 


FORM 990, PART VI, SECTION B, LINE 15A AND 15B: 


OFFICER COMPENSATION - PAID BY RELATED ORGANIZATION 


COMPENSATION IS DETERMINED BY A COMBINATION OF A REVIEW AND APPROVAL BY 


OMB No. 1545-0047 


2018 


Open to Public 
Inspection 


Employer identification number 
90-0658125 


p m— s EE DE EE en A  — P 
For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2018) 


861227 4.000 
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Schedule O (Form 990 or 990-EZ) 2018 Page 2 
Name of the organization Employer identification number 
HUNTINGTON'S DISEASE SOCIETY OF AMERICA GROUP 90-0658125 


INDEPENDENT PERSONS, COMPARABILITY DATA, AND CONTEMPORANEOUS 


SUBSTANTIATION OF THE DELIBERATION AND DECISION OF THE BOARD. 


FORM 990, PART VI, SECTION C, LINE 19: 


GOVERNING DOCUMENTS: 

THE ORGANIZATION MAKES ITS BY-LAWS, ARTICLES OF INCORPORATION, IRS FORM 
1023, ANNUAL REPORTS, AUDITED FINANCIAL STATEMENTS, IRS FORM 990 
DOCUMENTS, CONFLICT OF INTEREST POLICY AND PRIVACY POLICY AVAILABLE TO 


THE PUBLIC UPON REQUEST. 


FORM 990, PART 1X, STATEMENT OF FUNCTIONAL EXPENSE, LINE 21: 


PAYMENTS TO AFFILTATES REPRESENT THE TOTAL AMOUNT PAID FROM THE CHAPTERS 


TO THE NATIONAL OFFICE. 
ATTACHMENT_1 
FORM 990, PART III, LINE 4D - OTHER PROGRAM SERVICES 


DESCRIPTION GRANTS EXPENSES REVENUE 
EDUCATION 103,161. 
TOTALS 103,161. 


ATTACHMENT 2 


FORM 990, PART VI, LINE 17 - STATES 


AL,AK,AZ,AR,CA,CO,CT, DE, 


FL,GA,HI,ID,IL,IN,IA,KS,KY,LA,ME,MD,MA,MI, 


MN, MS, MO, MT, NE, NV, NH, NJ, NM, NY, NC, ND, OH, OK, OR, PA, 


RI,SC,SD,TN, TX, UT, VT, VA, WA, WV, WI, WY 


JSA Schedule O (Form 990 or 990-EZ) 2018 
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Schedule R (Form 990) 2018 Page 5 
Supplemental Information 
Provide additional information for responses to questions on Schedule R. See instructions. 
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